Objective To examine perceptions and experiences regarding providing spiritual care at the end of life of elderly care physicians practising in nursing homes in the Netherlands, and factors associated with spiritual care provision. Methods A cross-sectional survey was sent to a representative sample of 642 elderly care physicians requesting information about their last patient who died and the spiritual care they provided. We compared their general perception of spiritual care with spiritual and other items abstracted from the literature and variables associated with the physicians' provision of spiritual care. Self-reported reasons for providing spiritual care were analysed with qualitative content analysis. results The response rate was 47.2%. Almost half (48.4%) provided spiritual end-of-life care to the last resident they cared for. Half (51.8%) identified all 15 spiritual items, but 95.4% also included psychosocial items in their perception of spirituality and 49.1% included other items. Physicians who included more non-spiritual items reported more often that they provided spiritual care, as did more religious physicians and those with additional training in palliative care. Reasons for providing spiritual care included a request by the resident or the relatives, resident's religiousness, fear of dying and involvement of a healthcare chaplain. conclusion Most physicians perceived spirituality as a broad concept and this increased self-reported spiritual caregiving. Religious physicians and those trained in palliative care may experience fewer barriers to providing spiritual care. Additional training in reflecting upon the physician's own perception of spirituality and training in multidisciplinary spiritual caregiving may contribute to the quality of end-of-life care for nursing home residents.
IntrOductIOn
The spiritual dimension is the least developed dimension of palliative care. 1 The concept of spirituality is complex, which is a hindrance to spiritual caregiving at the end of life. 2 Patients often experience spiritual distress at the end of life, and alleviation of spiritual distress contributes to spiritual and psychosocial well-being, [3] [4] [5] and improves quality of life and quality of care. 6 7 In the USA, UK and the Netherlands about a quarter of all older people die in nursing homes. 8 9 An international study in over 21 countries showed that almost a fifth of all deaths of older people occur in nursing homes. 10 Older nursing home residents have emphasised the importance of spirituality and spiritual care at the end of life, 11 and spiritual caregiving by nursing home staff is related to a better family evaluation of end-of-life care for nursing home residents. 12 Spiritual caregiving in dementia is considered especially difficult. An ethnographic study in a Dutch nursing home showed that spiritual issues in residents with and without dementia were only informally addressed by nursing staff. 13 The European Association for Palliative Care published a white paper on palliative care in dementia and recommends assessment of religious affiliation, referral to an experienced healthcare chaplain and religious activities such as rituals, songs and services, if appropriate. 14 In the Netherlands on-staff elderly care physicians regularly provide end-of-life care to residents in nursing homes. 15 16 In most Dutch nursing homes the physician is also responsible for the contents of the resident's care plan, which should include all the needs of the resident. 17 Most nursing homes have on-staff healthcare chaplains and psychologists. In a focus group study Research with Dutch elderly care physicians, 18 participants underlined the importance of distinguishing spiritual needs from psychosocial needs. However, we have no representative data on how physicians define spiritual issues as distinct from psychosocial issues and when they provide spiritual care.
In this study we examine Dutch elderly care physicians' perceptions of spirituality and of provision of spiritual care at the end of life, and factors associated with provision of spiritual end-of-life care.
MethOds design
We performed a cross-sectional survey among a representative sample of practising Dutch elderly care physicians who generally practise in long-term care, mostly nursing homes. We aimed at a few hundred cases available for exploratory regression analyses. A postal questionnaire was sent to half (n=642) of the 1248 elderly care physicians registered at Verenso (the Dutch Association of Elderly Care Physicians and Social Geriatricians, where most elderly care physicians are registered), sampling alternately in alphabetical order of last names. The questionnaire was sent out in October 2012 and one reminder was sent to non-responders in November 2012. We received completed questionnaires until February 2013.
The Medical Ethics Review Committee of the VU University Medical Centre approved this survey as part of a larger study protocol that comprised a series of studies on 'Spiritual care at the end of life in Dutch nursing homes'.
Questionnaire
The provision of spiritual care at the end of life was measured using the question: 'In your opinion, did you provide spiritual care to the last resident you cared for in the last month of life?' We also asked: 'Did you differentiate between psychosocial and spiritual needs in this resident? ' We measured the perception or knowledge of spiritual care through item identification by the physicians from a mixed list of 30 items with 'right' (validated spiritual care) items and 'wrong' items (validated for relationship with other concepts). The 30 items were introduced with: 'In your opinion, spirituality at the end of life may comprise: …', inviting respondents to include any number of items they perceived as being part of spirituality at the end of life. Based on a literature review of instruments measuring spirituality at the end of life, 19 we selected 15 items with content validity regarding spirituality ('right'), such as items on spiritual well-being, spiritual beliefs and activities, and spiritual coping. [20] [21] [22] [23] [24] [25] Fifteen additional non-spiritual items ('wrong') were drawn from validated instruments measuring quality of life at the end of life. 20 22 24 25 Ten of these non-spiritual items concerned psychosocial needs and five items addressed other issues (physical needs, medical/communicational, financial).
Additionally, if the elderly care physician did not provide spiritual care, the questionnaire assessed the reasons for not providing spiritual care with a semi-structured question including the answers 'lack of training', 'lack of time', 'quality of the relationship between the physician and the patient' (they had known the patient only for a short time) and an openended option 'other'. In the latter case, the physician could give other specific reasons. Another open-ended item in the questionnaire was included in this study: Physician and practice characteristics were also part of the questionnaire. We measured religiousness with the Religious and Spiritual Beliefs and Practices Scale, 26 a validated and self-administered tool with five questions previously used to measure religiousness of US general practitioners. Sum scores range from 5 to 21. We pilot tested an earlier version of the questionnaire among five elderly care physicians and improved the questionnaire based on their responses and comments specifically concerning user friendliness and clarity of the questionnaire.
Analyses
We analysed non-response by comparing geographical distributions of respondents and non-respondents. We described the proportion of physicians who felt they provided spiritual care at the end of life, their differentiation between spiritual and non-spiritual items, and the physicians' perceptions of spirituality at the end of life with proportions of the respondents that included the 30 items as belonging to spirituality at the end of life. We quantified the degree to which their perception of spirituality at the end of life corresponded with measurable and validated aspects of spirituality at the end of life in the literature in three ways. First, we counted the number included of the 15 items that represented the literature on spirituality at the end of life. Second, we counted the number of non-spiritual items included that represented the non-spiritual aspects of quality of life at the end of life. Third, we calculated how close the physician's perception was to the literature by subtracting the number of the 15 non-spiritual items the physicians included as belonging to spirituality from the number of the 15 spiritual items they included. Thus, a total score of +15 referred to complete consistency with the literature and a total score of −15 referred to a complete opposite perception of spirituality, and a mean score of 0 was expected with random endorsing of items. We considered scores of +8 and higher (a minimum mean of +7.5, at least midway 0 and 15) to be reasonably consistent with the literature. We imputed with item means if, at most, one of the five items of the Religious Beliefs and Practices Scale was missing, resulting in complete scores for all but two physicians. Very few data were missing overall, and we kept five questionnaires with missing outcomes in the descriptive analyses only. Multivariable logistic regression was used to determine associations between the physicians' perception of spirituality as the independent variable and provision of spiritual end-of-life care as the dependent variable, adjusted for physicians' characteristics. We also adjusted for the total number of included items to avoid any influence of physicians possibly including (all) items unselectively. We tested interaction terms between the independent variable of interest and any physician characteristic significantly associated with the outcome. If needed in the multivariable regression, we imputed with mode or mean where appropriate. We calculated odds ratios (OR) and 95% confidence intervals. Data were analysed using SPSS 20.0.0 (IBM Statistics, 2011). The qualitative data (responses to the open-ended items) were analysed by content analysis (M-JHEG and JTvdS).
results
The response rate was 47.2% (303/642 physicians), with no selective response for different geographical regions (provinces). Of the respondents, 19 were no longer practising physicians and were excluded, resulting in a sample of 284 cases for analysis. Table 1 shows the characteristics of the physicians. The mean age was 46.7 years and 66.0% were female. A small minority (10.7%) had had additional training in palliative care. Over half (56.9%) of the participants had no current denomination. The mean (SD) of the religiosity scale was 11.5 (4.4). Almost half (48.4%) of the physicians felt they had provided spiritual care to the last patient they attended at the end of life. Of these patients, 38.5% had dementia.
Over half (55.2%) of the physicians stated that there were indications that the resident had spiritual needs, and almost all of them explained such indications.
Some indications concerned the way conversations on spiritual needs were initiated and by whom (the residents, relatives or the physician). For example, ► "(The resident) expressed the need to talk to me about spiritual issues". ► Relatives: "Her family told me that she (the resident) had lived in a monastery as a nun".
Physicians also initiated conversations, for example: Table 1 Continued ► Religious needs were also a reason to provide spiritual care, for example: "(Resident expressed) wish to receive the last sacraments", "The family had called for their priest themselves". ► Spiritual distress also indicated a need for spiritual care:
"I discussed this (fear of the end of life) with her from the perspective of her specific wish/feeling to 'be able to find peace', to 'deal with unfinished business' and the inevitable". Sometimes, however, the distress was typically psychological or possibly social in nature: "Fear, an enormous need to have people around him" or "Restlessness, longing for his wife and his own home".
Of the physicians who reported that they did not provide spiritual care (51.6%), 26 .4% stated that they did not do so because of lack of training, 22.9% because of lack of time and 11.8% because they had known the patient only for a short time. At the open question 'other reasons', 69.4% (n=108) mentioned one or more of the following reasons: spiritual care was already provided by other discipline or organised by family (n=21), difficulty in communication with the resident (n=19), dementia (n=18), the patient had no spiritual needs (n=18), there was a rapid decline in health (n=16), did not consider to do provide spiritual care/did not know how to do so (n=9), not the physician's responsibility (n=6). Table 2 shows the 30 items ranked by the number of physicians who included the items as belonging to spirituality at the end of life. It shows that all items included by more than 90% of the physicians (rank numbers 1-13 in table 2) represented measurable and validated aspects of spirituality at the end of life. Of the items consistent with the spirituality literature, the least frequently included item concerned feeling disconnected (number 20); yet 73.4% of the physicians did include it. Further, almost all (95.4%) included one or more psychosocial items in their perception of spirituality and 49.1% included at least one item on other issues.
Over half (51.8%) of the physicians included all 15 items that represented measurable and validated aspects of spirituality in the literature ( figure 1 ). Furthermore, most others included almost all, the mean (SD) number being 13.8 (1.8) of 15 items. Nevertheless, most physicians were selective as only 4.9% included all 30 items. However, only 4.8% of the physicians did not additionally endorse any non-spiritual (quality-of-life) item, with a mean number of 8.3 such items additionally included and with a larger SD of 4.3. The mean total score for consistency with the literature was therefore 5.5 (13.8 minus 8.3), and ranged between −7 and +14 (SD 3.9) (figure 2). Over half (54.3%) of the physicians indicated that they did not differentiate between spiritual and psychosocial needs in caring for the last resident who died. Physicians who did not differentiate between these needs indeed included a somewhat higher number of non-spiritual items in their perception: mean (SD) 8.9 (4.3) vs 7.5 (4.2) (p=0.006) for physicians who indicated they did differentiate between these needs.
In view of the distributions of the item scores of spiritual (skewed) and non-spiritual items as described above and reflected in figure 1 , we used the number of included non-spiritual quality-of-life items as the independent variable in the multivariable logistic regression. Unadjusted, we found a significant association between selecting more non-spiritual items and the reported provision of spiritual end-of-life care (OR 1.17, 95% CI 1.10 to 1.24 per additional item included). In adjusted analyses, the association remained significant and was stronger (OR 1.33, 95% CI 1.11 to 1.60 per additional item; table 3 ). Further, more religious physicians were also more likely to report having provided spiritual end-of-life care (association with Spiritual Beliefs and Practice Scale: OR 1.09, 95% CI 1.01 to 1.16 per point), as were those with additional training in palliative care (OR 5.0, 95% CI 2.0 to 13). The association between the number of non-spiritual items included and having provided spiritual end-of-life care did not differ by the physicians' score on the Spiritual Beliefs and Practice Scale (interaction term p=0.63), nor by additional training in palliative care (interaction term p=0.37). There was a modest correlation between the number of non-spiritual quality-of-life items included and religiosity (r=0.13, p=0.03). There was no significant correlation between the number of non-spiritual items included and age, gender, additional training in palliative care, experience as a certified elderly care physician and no current religious denomination. (about physical, medical/communicational or financial aspects).
In a focus group study with Dutch elderly care physicians on spirituality and spiritual care at the end of life, the participants expressed the importance of distinguishing spiritual needs from psychosocial needs to adequately meet their needs. 18 Rodin et al showed the complex relationship between the spiritual dimension (spiritual well-being) and the other dimensions of care at the end of life. 27 They also underlined the importance of identifying the patient's specific needs to adequately relieve their distress at the end of life, thus emphasising the importance of the distinction of the different needs-for example, spiritual, psychosocial and physical. This study shows that our participants recognised the spiritual items described in the literature but they also considered psychosocial items to be part of spirituality, and many may be aware they do not differentiate between them in practice, as shown by the fact that more than half of the physicians reported not having differentiated between psychosocial and spiritual needs of the last resident who died. The analysis of the qualitative data also reflects this: it shows that the physicians paid attention to different aspects of spirituality but also shows the challenge for physicians to distinguish between spiritual distress and possible psychological distress. Therefore, physicians' training in distinguishing between spiritual, psychosocial and other needs of nursing home residents at the end of life may contribute to meeting their specific needs in multidisciplinary collaboration. We departed from a conceptualisation of the difference between spiritual and non-spiritual care in the literature. However, the relationship between spiritual and non-spiritual needs, specifically psychosocial needs, may be more complex in reality. For example, in some cases (psychosocial) matters of fear, dependency and healing relationships can be considered to be spiritual matters related to ability to let go and trust, and forgive or receive forgiveness.
Religiosity, as measured with the Religious and Spiritual Beliefs and Practices Scale, was associated with the physicians' reports of having provided spiritual end-oflife care. More religious physicians may be more cognisant regarding spiritual end-of-life caregiving, as religious aspects of spirituality play an important role in their personal lives.
As end-of-life care for Dutch nursing home residents is mostly provided by on-staff elderly care physicians, they are also responsible for the contents of the resident's care plan, which should contain all the needs of the resident including spiritual needs at the end of life. Within the nursing home setting there have not been significant changes in policy or practice. The current national curriculum for elderly care physicians in training has been in place since 2007 but attention for spiritual care is still very limited. However, since a new guideline on spiritual care in palliative care was published in September 2018, the following changes in training and policy have been promoted: (1) since October 2018 a new policy makes it possible to provide spiritual care in primary care at home; (2) empowerment of healthcare chaplains as spiritual care specialists within the multidisciplinary team; and (3) training of other professionals and volunteers to attend to patients' spiritual needs is currently being developed and tested for effectiveness. Physicians who had 2 years of additional training in palliative care (with attention to all the domains of palliative care including spiritual care) reported significantly more frequently that they provided spiritual end-of-life care, independent of their score on the Religious and Spiritual Beliefs and Practices Scale or having a current religious denomination. The regular palliative care curriculum in the training for elderly care physicians may be supplemented with learning to distinguish spiritual, psychosocial and other needs, and multidisciplinary collaboration on the specific needs of the residents. It may also include attending to spirituality and spiritual caregiving in the form of reflecting on the perception of spirituality of the physician in relation to their spiritual caregiving. Although severe dementia was the reason for some not to provide spiritual care, nearly 40% of physicians who had provided spiritual care had done so for a patient with dementia (ie, it is commonly encountered). Therefore, spiritual caregiving to people with dementia is an area that could be specifically highlighted in training. Benefits of extending training in spiritual care at the end of life as part of palliative care also involve a focus on what can be done rather than on withholding of medical treatment only.
limitations of study
Further research should indicate whether our findings can be generalised to other settings and other specialities. The response (47.2%) was not high, but around half is common for physician survey studies. 28 We had no data on the demographics of the members of the professional organisation with which to compare, but the response was not selective with regard to geographical distribution. The pre-structured item 'In your opinion, spirituality at the end of life may comprise …' may have been inviting and resulted in a relatively high number of items included as belonging to spirituality. The physicians' perception of their provision of spiritual care is subjective and may differ from the reality experienced by the resident or family. Possible differences in perceptions need further study. Furthermore, although 93.5 physicians care for five or more dying patients in a year, 29 the last resident may, for some physicians, have been a long time ago and the response less precise. Although the structure of care provision in nursing homes differs between countries, our findings may be relevant for multidisciplinary teams involved in the care of nursing home residents outside the Netherlands. Research terms, provided the original work is properly cited, appropriate credit is given, any changes made indicated, and the use is noncommercial. See: http:// creativecommons. org/ licenses/ by-nc/ 4. 0/.
